
Even after a decade of study, there are
still many questions about how working-age
adults with disabilities or chronic illnesses
are faring in Medicaid managed care. This
article draws from recent research to exam-
ine two critical issues: the need for better
outcome measures specific to this popula-
tion and the importance of evaluations that
accurately estimate program ef fects, despite
continued policy change, considerable dif-
ferences among States, and extreme popula-
tion diversity. The authors outline a
research agenda that will help policymakers
develop a more precise sense of how man-
aged care practices af fect dif ferent sub-
groups of working-age adults with disabili-
ties and chronic illnesses and how practices
could be altered to improve Medicaid’s abil-
ity to meet their needs.

INTRODUCTION

One of the greatest challenges facing the
Medicaid Program is to deliver care effec-
tively to working-age beneficiaries who
have a disability or chronic illness.1 There
were 7 to 8 million such individuals in 2000
(Allen and Croke, 2000; Hoffman, Klees,

and Curtis, 2001). Not only do they face
substantial limitations in their ability to
engage fully in American life, they require
organizationally complex care to maintain
their health and functioning. This care is
delivered by multiple providers in numer-
ous settings, including clinics, hospitals,
offices, and individuals’ homes. Delayed or
inappropriate care can exacerbate their
conditions and, in the extreme, limit their
ability to live independently. As a group,
these individuals have extraordinarily
diverse service needs and use substantial
amounts of care. Although they include just
slightly more than 60 percent of working-
age Medicaid beneficiaries, they account for
over 95 percent of Medicaid expenditures
for this population (Allen and Croke, 2000).

Several investigators have outlined ele-
ments of a basic approach to caring for
individuals with disabilities or chronic ill-
nesses (Hill and Wooldridge, 2000; Wagner
et al., 2001). Ensuring that all working-age
Medicaid beneficiaries are in service sys-
tems that include these basic elements is
challenging under fee-for-service (FFS) or
managed care arrangements. Different
financing arrangements may shift the
nature of these challenges, but in either
case, the issues are complex. For example,
in the 1980s there was a concern that FFS
incentives were leading to uncoordinated
care, duplication of services, and higher
than necessary costs (Starr, 1982). In the
early 1990s, many State Medicaid Programs
adopted managed care as a means for con-
trolling costs, improving service coordina-
tion, and enhancing quality of care.
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Changes were made so rapidly in many
States that there was little time to conduct
comprehensive studies to show whether
managed care practices had better or
worse outcomes (or made no difference)
compared with FFS systems. From the
beginning of the move to Medicaid man-
aged care, however, experts expressed
concern that managed care would decrease
access to needed specialty services and
threaten health outcomes, especially for
people with disabilities and chronic illness-
es (Sutton and DeJong, 1998). Now more
than 70 percent of States use managed care
plans to serve adult Medicaid beneficiaries
who receive Supplemental Security Income
(Kaye, 2001). Yet, even after a decade of
experimentation and study, we still know
little about how well working-age benefi-
ciaries with disabilities or chronic illnesses
are faring in Medicaid managed care plans. 

In response to this situation, the Office
of the Assistant Secretary for Planning and
Evaluation, Department of Health and
Human Services funded a project to review
the recent literature on Medicaid managed
care and propose a research agenda that
would help to guide future program and
policy development (Ireys, Thornton, and
Dodge, 2002). Managed care as an overall
approach to financing health services is
evolving at both conceptual and opera-
tional levels, but many managed care prac-
tices (e.g., standard satisfaction surveys;
tracking of high users) are likely to remain
in use. Are they likely to be effective? In
this article, we aim to present key findings
from our review as a means for developing
a research agenda that will ultimately yield
information useful to State Medicaid agen-
cies in their ongoing efforts to improve
care for beneficiaries with disabilities and
chronic illnesses. 

First, we focus on basic elements that
should be present in a system of care suit-
able for people with chronic illnesses and

disabilities and describe critical population
characteristics that make it difficult to
implement these elements statewide. Our
list of elements is derived from reports by
investigators and consumer representatives
who have examined this issue. We then
summarize findings from studies that per-
tain to (1) State Medicaid Programs; (2)
managed care organizations that accept
Medicaid risk contracts; and (3) providers
who deliver care. We also consider two crit-
ical research issues. One is the need for
widely accepted and accurate outcome mea-
sures that are specific to people with dis-
abilities or chronic illnesses. The other is
the challenge of designing and implement-
ing evaluations that can produce accurate,
relevant results in the face of constantly
changing programs and extensive variation
among States. On the basis of our review,
we outline a research agenda that will help
policymakers develop a more precise sense
of how managed care practices affect differ-
ent subgroups of people with disabilities
and chronic illnesses and how those prac-
tices could be altered to improve Medicaid
managed care’s ability to meet their needs.

Analysis of the methods and data used in
the studies that we reviewed may be found
in Ireys, Thornton, and Dodge (2002). In
addition, because we focused on the work-
ing-aged Medicaid population, we did not
review reports on children with disabilities
and chronic illnesses (Curtis et al., 1999)
or on Medicare beneficiaries enrolled in
managed care (Pope et al., 2000).  

BASIC ELEMENTS IN A SYSTEM 
OF CARE

Several groups have attempted to define
the necessary elements in an effective care
system for people with disabilities or
chronic illness (Anderson and Knickman,
2001; National Chronic Care Consortium,
1995; Smith and Ashbaugh, 1995; Wagner
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et al., 2001). These elements would be nec-
essary in either a FFS or managed care
system. Consumer advocates and others
emphasize the importance of a consumer
choice and empowerment through a per-
son-centered approach, integration across
a full and flexible array of services within
and outside a network in order to match
services with beneficiaries’ needs, and the
use of interdisciplinary care teams (Batavia,
1999; Shalala, 2000). According to some
reports, a well-performing system should
enable people with disabilities and chronic
illnesses to help shape and carry out their
own care. Clinical staff should help them to
understand the dynamic status of their con-
ditions and impairments, providing educa-
tion and support to assist them in following
their treatment regimens (Wagner, 2000). 

In addition to the importance of con-
sumer decisionmaking, existing reports
and program reviews underscore that the
following basic elements are critical to car-
ing effectively for people with disabilities
and chronic illnesses, including working
age-Medicaid beneficiaries:

Identification.—Care systems should
contain systematic efforts to identify and
assess people with disabilities or chronic
illness before they experience serious
adverse events. Medicaid managed care
plans need information management sys-
tems that foster identification of beneficia-
ries with disabilities and chronic illnesses,
and primary care providers should receive
training and support to help them identify
people with these conditions or at high risk
for developing them. 

Prevention and early intervention.—
Systems should deliver care to prevent the
deterioration of an individual’s chronic con-
dition and to the extent possible the onset
of secondary conditions. Systems should
provide early intervention strategies to

help individuals with disability or chronic
illness to build physiologic reserves and to
seek timely care.

Interdisciplinary and comprehensive
care.—Care should be delivered by clinical
teams that have experience and expertise
in serving this population. The system
should cover a full continuum of primary,
acute, and long-term care services, includ-
ing medical care, special care units, spe-
cialized diagnostic centers, rehabilitation,
adult day care, skilled nursing home care,
other home care services, respite care,
hospice, preventive care, care consultation,
caregiver support, drugs, medical equip-
ment, assistive technologies, mental health
and counseling services, and transporta-
tion.

Accessible urgent care.—People with dis-
abilities or chronic illnesses, and their fam-
ily members or caregivers, should be able
to obtain a response to urgent care needs
from a knowledgeable clinician or clinical
team who are accessible 24 hours a day.

Service integration and management.—
There should be systematic efforts to coor-
dinate and integrate the various medical-
care services with each other and with
social and support services and long-term
custodial care. The management struc-
tures and information systems should sup-
port integration efforts.

The challenge for Medicaid managed
care plans and the State Medicaid agencies
lies in ensuring that all working-age benefi-
ciaries with disabilities or chronic illness
have access to these key elements. What
makes that challenge so substantial, how-
ever, are three characteristics that distin-
guish this population.

First, people with disabilities and chron-
ic illnesses have both chronic and acute
care needs. The importance of ongoing care
to address chronic illness and conditions
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means that these individuals require a dif-
ferent mix of services than do other mem-
bers of Medicaid or commercial health
plans (Vladeck, 2001). Chronic care
requires more attention to long-term rela-
tionships between providers and patients,
with more of a focus on maintaining func-
tioning and preventing further conditions
than on curing an acute condition. It is also
more likely to require organizationally com-
plex care delivered by multiple providers.

Second, the diversity of underlying con-
ditions and care needs along with the
diversity in their consequences compli-
cates systemwide delivery of comprehen-
sive care. In addition, many individuals
have multiple conditions, including both
physical and mental health conditions that
co-occur and interact in complex ways
(Anderson and Knickman, 2001). Further-
more, there are diverse attitudes. People
make different choices about managing
chronic symptoms, such as pain, and about
what constitutes a comfortable level of
functioning and independence (Benjamin,
2001). They also can differ in the level of
rapport they expect to have with the care-
givers with whom they have ongoing inter-
actions. Finally, they differ in their health
literacy and ability to obtain and under-
stand information about plan and treat-
ment options.

The third critical population characteris-
tic involves intensity of need. Total
Medicaid expenditures for people with dis-
abilities and chronic illnesses are higher
than for people who do not have these con-
ditions. For example, in 1995, State
Medicaid Programs spent from 1.5 to 3
times more for all services to blind and dis-
abled beneficiaries than for beneficiaries in
general (Liska et al., 1997). In a study of
the Supplemental Security Income (SSI)
population in Washington State, 19 percent
had annual expenses greater than $10,000,
compared with 2 percent of the population

enrolled in the State’s public employee
health insurance plan (Madden, Skillman,
and Mackay, 1999).

More effective health systems for this
population will require Medicaid agencies
and managed care plans to develop special
provisions and procedures (or separate
stand-alone programs) that account for and
are concordant with these characteristics.
The current literature, however, provides
only a weak foundation of knowledge to
support this goal. For example, a recent
review of treatment of chronic illness in
managed care plans mentioned very few
studies that included working-age
Medicaid beneficiaries (Christianson et al.,
2001). If future research efforts can build a
more solid and comprehensive base of
information on service implications of pop-
ulation characteristics, State agencies and
managed care plans will be in a stronger
position to implement effective programs. 

STATE MEDICAID PROGRAMS 

State Medicaid Programs have used sev-
eral strategies for improving managed
care’s performance in relation to beneficia-
ries with disabilities and chronic condi-
tions. They have established managed care
contracts that specify enrollment policies,
benefit packages, payment rates, reporting
requirements, and quality assurance meth-
ods (Regenstein, Schroer, and Meyer,
2000). They also have worked directly with
consumers, through ombudsman pro-
grams, hot lines, and other outreach and
education efforts (Mittler and Gold, 1999;
Regenstein, Schroer, and Meyer, 2000).

Research into effective State practices is
complicated by the diversity among State
Medicaid Programs and their managed
care initiatives. States differ widely in what
services their Medicaid Program actually
pays for because they can elect to provide
different sets of optional services and to
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include or exclude provisions for medically
needy populations. The multiple provisions
for selecting coverage benefits and imple-
menting waiver programs have made State
programs enormously complex (Gold and
Mittler, 2000). This complexity contributes
to difficulty in conducting generalizable
studies of the impact of Medicaid managed
care on this population. 

The current literature, however, offers a
number of suggestions regarding “best
practices” with respect to these decisions,
but few definitive conclusions on whether
particular choices in program design lead to
particular population outcomes. Moreover,
several studies have underscored the value
of substantial consumer involvement in
program design, especially in relation to
enrollment practices and strategies for
monitoring quality of care (Shalala, 2000).
Evidence also is increasing on the potential
benefits of consumer-directed services, such
as personal assistance services (Benjamin,
2001). Integrating and extending these
approaches is likely to be an important
activity for State Medicaid Programs dur-
ing the next several years (U.S. General
Accounting Office, 1999).

There is also a growing sense that
mandatory enrollment carries the risk of
high consumer dissatisfaction and that this
risk can be lessened with a carefully
phased transition process and appropriate
enrollment methods (Regenstein, Schroer,
and Meyer, 2000). Voluntary enrollment, in
contrast, may lead in some situations to
substantial underenrollment of people with
more severe or costly conditions if these
people believe that enrollment in managed
care is not in their best interests. In any
event, managed care plans that enroll a dis-
proportionate number of people with spe-
cial health care needs are at high risk for
financial losses. If capitation rates are not
adjusted to account for the specific care

needs of an enrolled population, then plans
may avoid enrolling this population,
encourage disenrollment of high-cost indi-
viduals, or leave the Medicaid market alto-
gether. Despite recent research on meth-
ods of risk adjustment (Kronick et al.,
2000; Hwang et al., 2001; Weiner et al.,
1998), the application of this research to
Medicaid populations has lagged. Most
States have yet to implement adequate
health-based risk adjustment methods for
their managed care programs (Holahan,
Rangarajan, and Schirmer, 1999; Kaye,
2001). 

Aside from special efforts regarding
enrollment information, few State agencies
have developed strategies to inform benefi-
ciaries in this population about the perfor-
mance of managed care plans. Very little is
known regarding effective educational
methods for people who have sensory
impairments, limitations in intellectual
functioning, or other cognitive impair-
ments. State Medicaid agencies have used
a variety of methods to assess quality of
care, including the use of structural and
operational standards, performance mea-
sures, practice guidelines, and review of
grievance and appeals processes, but only
a few States have applied disability-related
indicators of quality (Landon, Tobias, and
Epstein, 1998; Regenstein, Schroer, and
Meyer, 2000). Development of perfor-
mance measures suitable for this popula-
tion has quickened somewhat in the last
several years. For example, some Medicaid
agencies now have begun to report stan-
dard survey data for SSI populations
(Independent Care, Inc., 2001; New Jersey
Department of Human Services, 2000). It
is not clear how many States will report
these data in the next several years.
Furthermore, low survey response rates
(typically less than 50 percent) raise ques-
tions about the validity of these reports.
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The extent to which Medicaid Programs
use this information to enhance program
operations is not known.

MANAGED CARE ORGANIZATIONS

More effective managed care systems
for people with disabilities or chronic ill-
nesses depend on efficient methods for
identifying individuals in this population,
assessing their needs, and developing indi-
vidualized health care strategies. It is not
possible to deliver any targeted services or
care plans without first being able to iden-
tify the population who needs those ser-
vices. Furthermore, these services can be
expensive, so budgetary concerns mean
that managed care plans must have ways of
targeting services to the people who need
them most. Despite a wide range of options
(e.g., using provider information, member
surveys, or analysis of administrative and
claims data), most plans have no systemat-
ic means for determining whether a new
member has a chronic health condition or
whether an existing member has developed
one (Kaiser Commission on Medicaid and
the Uninsured, 1999). Research on
Medicare managed care plans suggests
that analysis of claims data is more effec-
tive than repeated surveys at identifying
existing members with chronic illness or
disabilities (Coleman et al., 1998).
However, it appears likely that multiple
approaches, including screening by prima-
ry care physicians, will be needed to
ensure complete identification of this pop-
ulation.

As experience with care coordination for
high-risk populations in managed care set-
tings has grown, so too has the recognition
that this concept involves more than finan-
cial monitoring of high-cost enrollees in an
attempt to minimize future expenditures
(Chen et al., 2000; Rosenbach and Young,
2000). Ideally, the medical, social, and sup-

portive services needed by individuals in
this population should not only be coordi-
nated, but also integrated into a coherent
system of care that consumers can under-
stand and negotiate without serious prob-
lems. Numerous approaches to care coor-
dination for working-age adults with chron-
ic illnesses or disabilities have been
described by Wagner, Austin, and Von
Korff (1996), but few empirical studies
have assessed their outcomes or cost effec-
tiveness.

Comprehensive research on disease
management programs has only just
begun (Wagner, 2000; Christianson et al.,
2001). As a result, many questions remain
unanswered, including: What approaches
to disease management work effectively
for this population, in which there are high
rates of comorbidity and complex chal-
lenges around medication adherence?
How should these programs be paid for? 

The health of individuals with disabilities
and chronic illnesses will be influenced by
whether they have access to an appropriate
range of primary and specialty care
providers. Information from case studies,
focus groups, and personal accounts sug-
gests that the initial implementation of
managed care interrupts relationships
with specialty providers (Aizer and Gold,
1999; Batavia, 1999). Few empirical stud-
ies, however, have addressed issues of
assuring provider continuity during transi-
tions from FFS systems or from one man-
aged care plan to another. 

Originally, many companies that operat-
ed Medicaid managed care plans had little
experience in providing care to low-
income, vulnerable populations with chron-
ic conditions. As the market has shifted,
more “Medicaid-only” plans have emerged,
especially in urban areas. These plans are
typically sponsored by hospitals and com-
munity health centers, have a history 
of serving vulnerable populations, are 
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committed philosophically to strengthen-
ing their communities overall, and have
established partnerships with local health
departments. How length of experience
with this population influences program
development is an important, but as yet
unanswered, question.

PROVIDER PERSPECTIVES 

Although health outcomes for this popu-
lation will be influenced substantially by
decisions made at the policy and program
levels (that is, by State Medicaid agencies
and managed care plans themselves),
provider characteristics also will play
important roles. Effective treatment of
chronic conditions is often based on clini-
cal experience with individual variation in
disease expression. Consequently, people
with chronic health conditions typically
value relationships with familiar and
knowledgeable providers. People with
chronic conditions expect to have long
relationships with physicians and other
health professionals who are important in
providing care (Batavia, 1999; DeJong, 1997).

Primary care providers, however, vary
in the degree to which they are interested
in or knowledgeable about chronic health
conditions, and therefore will vary in the
nature of the clinical decisions they will be
comfortable in making. Some primary care
providers will be more likely to refer
patients to specialists, depending on their
degree of experience in treating certain
chronic conditions. Many families of peo-
ple with chronic health conditions identify
the specialist as the physician who knows
the patient the best, not the primary care
provider (Perry and Ireys, 2001).

Providers also differ widely in their skill
and inclination to coordinate medical or
related services. Spending time on activi-
ties needed to coordinate multiple services
that patients use frequently over long peri-

ods of time is inherently difficult for busy
and often highly-stressed health profes-
sionals. Long-established behavior pat-
terns shaped by a provider’s training, insuf-
ficient financial incentives, and lack of evi-
dence regarding the effectiveness of care
coordination all contribute to substantial
variation in whether Medicaid beneficia-
ries with disabilities or chronic illnesses
have access to care coordination (Wagner,
2000). We could find no studies that explic-
itly focused on the question of whether
enhancing provider capacity to coordinate
care (however that might be operational-
ized) influences health outcomes for peo-
ple with disabilities or chronic illnesses.

Innovative models of team care and
physician practices have been developed
(Wagner et al., 2001), but little research
has examined the implications of variation
in the behavior of physicians and other
providers in relation to outcomes for
Medicaid beneficiaries with disabilities or
chronic illnesses. In addition, little is
known about (1) the relationships between
physicians and managed care organiza-
tions, or how these relationships affect
care for vulnerable populations (Gold,
1999) and (2) how to change physician
behavior, especially if the change involves
vulnerable populations and risky interven-
tions (Soumerai et al., 1998).

Although there have been numerous
surveys of physician attitudes toward man-
aged care, little work has focused on how
physicians actually change what they do
with and for people with chronic health
conditions after they enroll in managed
care plans. Many physicians and other
health care providers fail to understand the
subtle complexities of capitation payments
and financial incentives (Anderson and
Bilenker, 1998; Gold, 1999). Furthermore,
payments to physicians are becoming
more complex. Practices may contract with
numerous managed care plans, each with
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somewhat different incentives and rules
(Collins et al., 1997). Some plans are begin-
ning to adjust payments to providers based
on quality measures. The impact of this
practice on people with chronic illnesses
and disabilities has not been studied.

Overall, we found a striking discrepancy
between the importance of health profes-
sionals to working-age Medicaid beneficia-
ries with chronic conditions and what is
known empirically about how to encourage
providers to adopt new behaviors (for
example, including consumers in decision-
making) that might lead to improved out-
comes. Although the provider-managed
care organization relationship is gaining
more attention overall, few studies have
examined this issue in relation to patients
with disabilities and chronic illnesses.

CRITICAL RESEARCH ISSUES

Outcome Measurement

Research into managed care perfor-
mance requires concrete, agreed-upon
measures of outcomes for people with dis-
abilities or chronic conditions. For the pur-
poses of this article, we define outcomes as
population-specific indices of health out-
comes, service utilization rates and expen-
ditures for general and specialty care, out-
of-pocket costs, and consumer satisfaction.
Measures of these outcomes are widely
used in general studies of health care and
health care services, but existing mea-
sures are not always suitable for Medicaid
beneficiaries with disabilities or chronic ill-
nesses.

Overall, few studies have used health
outcomes to compare differences between
FFS and managed care systems. In their
evaluation of the effect of the Community
Medical Alliance on people with acquired
immunodeficiency syndrome, Masters et
al. (1996) used two health-related out-

comes: (1) rates of decubitus ulcers among
the severely physically disabled and (2) the
hospitalization rates for pneumocystic
pneumonia. Their study compared rates
within the same population before and
after the program changed from FFS to
capitated prepayment. Hospitalization
rates for both pneumocystic pneumonia
and decubitus ulcers decreased after the
implementation of capitated prepayment
(Master et al., 1996; Meyers et al., 1997). It
is important to note that sample sizes used
were quite small. For example, only 45
patients were assessed for decubitus
ulcers.

Excluding case studies, we found no
other investigation that used health out-
comes in assessing the impact of managed
care on a population of people with chronic
health conditions. In part, this may result
from problems in using standard measures
of health outcomes for people who have
serious ongoing chronic conditions.
General population measures are often
insufficiently sensitive to the dimensions of
health (for example, pain, unpredictability
of symptoms, functioning) that are salient
to people with disabilities or chronic ill-
nesses. Other measures of functional out-
comes include items related to limitations
in daily activities. These approaches, how-
ever, may reflect stable characteristics of a
person’s health condition, and therefore,
would be unaffected by a managed care
intervention. Finding population-specific
health and functional status measures that
are sensitive to changes in the health care
delivery system presents a major research
challenge.

Costs have been a key outcome for
studying this population, but they capture
only part of overall system performance.
Short-term cost increases cannot be easily
interpreted as a favorable or unfavorable
change. Integrating this population into
Medicaid managed care plans may lead to
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increased expenditures, at least in the
short term, because previously unmet
needs are identified. For example, the
State of Washington terminated Medicaid
managed care contracts for people with
disabilities when the extent of unmet need
became clear following case management
interventions (Madden, Skillman, and
Mackay, 1999; Verdier, Somers, and Harr,
1998).

Overall, the limited literature is mixed
on the question of whether working-age
people with disabilities and chronic illness-
es have different cost and utilization out-
comes depending on whether they are in
FFS or managed care systems (Fama and
Bernstein, 1997; Nelson et al., 1998). Much
of the work in this area has focused on
commercial populations and so provides an
inadequate basis for judging the cost expe-
rience of Medicaid beneficiaries with dis-
abilities or chronic illnesses. A recent
report on Medicaid beneficiaries with dis-
abilities in Oklahoma suggests that overall
costs were less for most participants in the
year following their entry into managed
care compared with the previous year in
the traditional FFS system (Shaller
Anderson, Inc., 2002). However, the sam-
ple selection methods in this study raise
serious questions about the generalizabili-
ty of the results. 

Several aspects of satisfaction have been
used to assess system performance,
including satisfaction with access to care
and general satisfaction with quality of
care. Overall, managed care systems may
have reduced some of the sources of dis-
satisfaction, but increased others. A num-
ber of studies indicate that people with dis-
abilities and chronic illnesses who are
enrolled in Medicaid managed care are dis-
satisfied with their care and report prob-
lems with access to specialists, specialty
care, and medical equipment (Druss et al.,
2000; Hawkinson and Frates, 2000; Regenstein,

Schroer, and Meyer, 2000). In contrast,
several studies have revealed high satisfac-
tion and few problems with access to ser-
vices for enrollees with disabilities or
chronic illnesses (Hill and Wooldridge,
2000; Leichter, 1999; Master, 1998). Some
States have begun to report data from SSI
populations who have completed the
Consumer Assessment of Health Plans
Survey®, but low response rates (less than
50 percent) raise questions about the valid-
ity of the results. While it appears possible
to obtain high response rates by using
methods designed to accommodate the
special needs of many people with chronic
illness or disabilities, few studies have used
these methods. Moreover, it is unclear how
States or managed care plans have used
results from these surveys to reduce
sources of dissatisfaction.

Research Design Challenges

Many methodological challenges pre-
vent easy assessment of the impact of man-
aged care on the population of working-age
people with special health care needs. For
example:

Continuous system change.—The man-
aged care market has changed the land-
scape of American health care dramatically
in a short period of time, and it continues
to evolve rapidly (Brown, 2001). This rapid
rate of change creates major challenges for
conducting methodologically strong stud-
ies or program evaluations that can docu-
ment the impact of managed care on this
population. Results of a complex or lengthy
study may be ready only after policy
changes have made the results irrelevant.

Lack of clear, agreed-upon standards or
counterfactuals.—Analysis of the impact of
managed care must be measured against a
specific standard. Is this standard based on
FFS models or is it derived from a set of
principles or attributes that define an ideal
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managed care system? Within the
research community there is a lack of con-
sensus over which type of comparison is
appropriate (Hill and Wooldridge, 2000;
Kastner et al., 1997; Sofaer et al., 1998;
Master et al., 1996; Von Korff et al., 1997).

Diversity in study populations.—The
inherent heterogeneity of this population
and the wide practice variation among
State programs (such as mandatory versus
voluntary enrollment) mean that any one
study is likely to have some biases in its
sample and limited generalizability of its
results. As a result, no single evaluation of
the impact of managed care will be suffi-
cient to answer major policy questions. For
example, States vary in their enrolled pop-
ulations, so that conclusions from one
State may not apply to another State; fur-
thermore, difficulties in assessing selec-
tion into managed care overall or into spe-
cific managed care organizations con-
tribute to difficulties in estimating both the
effect of risk selection and study generaliz-
ability. Also, both program development
and research have been hampered by the
lack of a broadly accepted definition of this
population, and a corresponding opera-
tional, cost-effective strategy for identify-
ing individuals who meet the definitional
parameters (Bethell et al., 2002). The
diversity in the population overall has hin-
dered the development of a consensus on
how to define subgroups on which policies
and programs could be targeted. Should
subgroups be defined in terms of diagno-
sis, functional status, service need, avail-
ability of family support, or some combina-
tion of these factors? 

Large sample size requirements.—Large
variability within this population means
that large samples are needed to assure
valid and generalizable findings. Special
stand-alone programs typically focus on a
small subgroup of this population and,
hence, face major challenges in developing

evaluation designs that yield robust results.
Special programs that are integrated into
general managed care plans may encounter
selection biases that contribute to method-
ologic problems in their evaluation.

COMPONENTS OF A NATIONAL
RESEARCH AGENDA

Our literature review points to wide gaps
in many areas between what we know and
what we need to know to improve managed
care practices for working-age Medicaid
beneficiaries with disabilities and chronic
illnesses. Filling these gaps efficiently will
require sustained and coordinated efforts
from consumer organizations, Federal
agencies, foundations, States, managed
care plans, and legislators. A national
research agenda must aim to develop evi-
dence based on rigorous research that is
sufficiently compelling to point all stake-
holder groups toward a more effective sys-
tem of care. Coordination is especially
needed to establish studies that build
strategically on each other and to maxi-
mize links between the development of bet-
ter outcome measures and their applica-
tion by State agencies and health plans to
the process of monitoring and improving
managed care service systems.

Although needs, capabilities, and atti-
tudes vary among the general Medicaid
population, the greater complexity of con-
ditions and service systems for those work-
ing-age beneficiaries with disabilities and
chronic illnesses magnifies the importance
of this issue. In particular, this group is
more likely to have multiple conditions and
to require care provided in different sites
(clinics, hospitals, and home) and from dif-
ferent providers. Delivering organizational-
ly complex care to people with varying
needs, capabilities, and attitudes repre-
sents a significant challenge for Medicaid
managed care, and for research on its
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effects. Because of the diverse characteris-
tics of this population and their require-
ments for an equally diverse service sys-
tem, important policy questions pertaining
to this challenge will not be answered by a
single approach or study. Improving the
Medicaid service system for this popula-
tion demands a research effort that is con-
ceptually and operationally broad.

As a step toward developing a new
research agenda, we identify six areas of
concentration. Based on our review of the
literature, we believe that progress in these
areas will contribute substantially to
enhancing managed care systems for
working-age Medicaid beneficiaries who
have disabilities and chronic illnesses.

Defining needs more clearly for purposes of
program planning.—The heterogeneity of
needs, capacities, and attitudes within the
large population of Medicaid beneficiaries
with disabilities and chronic illnesses sug-
gests that a range of managed care prac-
tices and products will be needed to pro-
mote positive health outcomes. The same
approach to service integration, financing,
or developing provider networks is not like-
ly to be effective for all of the different sub-
groups of individuals within this population.
How should the relevant subgroups be
identified? How should diagnosis, level of
functional impairment, number of comor-
bidities, and presence of family supports be
combined to identify key subgroups to
whom different types of programs could be
offered? An overarching goal of research
efforts in this area will be to improve an
understanding of how beneficiary charac-
teristics are linked to the structure and
process of health care delivery.

Establishing system goals.—One of the
most difficult challenges in this area will be
to develop a consensus on specific goals
for Medicaid Programs in relation to work-
ing-age beneficiaries with disabilities and
chronic illnesses. There is little argument

that the health care system should treat
people with acute illnesses effectively and
efficiently to restore their health. But the
goals for treating disabilities and chronic
illnesses are less clear. Do these goals
include helping people with disabilities or
chronic illness to promote or maintain
their functioning to the extent that they can
live independently or become competitive-
ly employed? Health and social outcomes
become blurred, leading to uncertainty
about what the specific goals of health
interventions should be for this population.
Agreement on specific goals is essential,
however, before State Programs can identi-
fy the changes and methods required to
implement a statewide system that is based
(perhaps only partially) on a managed care
approach. Such an agreement will also be
necessary to establish a coherent national
research agenda. A comprehensive set of
goals would address the specific steps that
Medicaid managed care systems should
take in order to address effectively the
needs of the various subgroups of people
with disabilities and chronic illnesses as
well as an operational definition of what it
means to say that a managed care plan is
adequate for this population. Our current
knowledge base provides partial insights
into these issues, but more comprehensive
approaches will emerge only from a
process that brings the key stakeholders
together in an effort to establish priorities
and define jointly the important questions
and methods to guide a national research
agenda. Stakeholder groups include con-
sumers, Federal and State Medicaid
administrators, directors of managed care
plans, providers, legislators and their staff,
and the leadership of foundations and
Federal agencies that support research in
this area.

Improved understanding of how to change
systems.—Given a consensus on important
goals, some changes in current practices
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and procedures will be required. The criti-
cal issue then becomes how to change the
care system with its many different
providers, consumers, and organizations,
each with their own sets of incentives and
constraints. How can such complex sys-
tems be changed in a way that will effi-
ciently enhance the overall service system
for this population? What studies will be
needed to enhance an understanding of
how to implement changes and dissemi-
nate best practices in respect to consumer
involvement, care coordination, screening
methods, and provider networks? What
can consumers, providers, managed care
organizations, and Medicaid agencies each
do to remove obstacles to improvements in
delivering chronic and acute care services
to this population? Answers to these ques-
tions will shed light on how good ideas can
be translated into effective programs.

Developing financing systems that promote
service delivery improvements.—Most man-
aged care plans and providers want to pro-
vide efficient care to people with disabilities
and chronic illnesses. But shortfalls between
resources required for this care and avail-
able payments can grow quickly. How can
policymakers create incentives that will
reward both managed care plans and
providers for superior performance in car-
ing for this population? Better methods of
risk adjustment are only one part of the
answer. New models are needed that inte-
grate both financing and service delivery in
the context of consumer-driven, communi-
ty-based systems of care. In addition, stable
financing is required to maintain a basic
level of services for beneficiaries with dis-
abilities and chronic illnesses. If the finan-
cial pie is dramatically insufficient, even the
best risk adjustment method will do little to
improve the service system.

Understanding how outcomes are influ-
enced by multiple factors.—What factors
really matter in determining health out-

comes of people with disabilities and
chronic illnesses? Although large-sample,
longitudinal, multi-State and multi-method
research projects are expensive, these
studies will provide information not other-
wise available on what factors shape the
performance and impact of managed care
service systems. 

Finally, transcending all of these areas is
an urgent need for adequate data. Many
critical questions will be answered only
with better encounter data for working-age
adults in Medicaid managed care plans and
with databases that shed light on patterns
of cost and service use overtime and across
multiple service providers. These databas-
es can only be constructed by linking infor-
mation about beneficiary needs, capacities,
and attitudes with information on processes
and outcomes of service delivery. In addi-
tion, for those who are dually eligible,
Medicare and Medicaid data will need to be
combined in order to develop a compre-
hensive understanding of their patterns of
service use and cost. Building these data
sets will require better encounter data from
managed care plans, broad population sur-
veys, and multiple measures of outcome—
as well as the resources to integrate these
diverse sources of information. With strong
databases, a coordinated research effort
will provide stakeholder groups with the
information needed to work together
toward the common goal of improving sys-
tems of care for working-age Medicaid ben-
eficiaries.

CONCLUSIONS

During the last decade, most State
Medicaid Programs moved well beyond
their traditional role of paying claims. They
became active managers of resources and
health plans in an effort to establish effi-
cient systems of care for vulnerable popu-
lations (Brown, 2001). Many changes were
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driven by political or financial expediency,
rather than by decisions based on high-
quality research studies. In most States,
there were few opportunities to conduct
studies on whether managed care prac-
tices had better or worse outcomes (or
made no difference) compared with FFS
systems. Furthermore, many of the points
that we make in relation to beneficiaries
with disabilities and chronic illnesses also
pertain to the Medicaid population in gen-
eral. Whether managed care practices
have improved outcomes relative to FFS
systems is an open question for many sub-
groups of Medicaid beneficiaries.

Beneficiaries with disabilities and chron-
ic illnesses have been referred to as the
“canaries in the coal mine” (Jacobi, 1999).
Major changes in the Medicaid environ-
ment are likely to affect them quickly and
dramatically because of their vulnerability
and high rates of service use. Comprehen-
sive system reform efforts, no matter how
incrementally they are implemented, must
eventually address the needs of this popu-
lation because a very large portion of any
State’s Medicaid budget will be allocated to
pay for the services they require. Although
their operational forms are likely to evolve,
Medicaid managed care practices and
plans are here to stay in most States. A
return to a single FFS system is unlikely.

Based on our reading of the recent liter-
ature, we identified several methodological
challenges and areas of focus for addition-
al research in this area.  In spite of a
decade’s worth of enrollment of persons
with disabilities and chronic illnesses into
Medicaid managed care, we still have little
evidence about its impact on the quality of
patient care. Research studies can provide
State Medicaid staff with useful informa-
tion, but only if they anticipate the sizable
methodological challenges and strive for

rigorous evaluation in critical areas such as
patient outcomes. As States cope with
sharp budget constraints, they will need,
even more urgently than now, practical and
methodologically sound information with
which to guide the further development of
managed care for persons with disabilities
and chronic illnesses. 

ACKNOWLEDGMENTS

We would like to thank Debra Draper,
Marsha Gold, Carol Irvin, Jim Verdier, and
Judith Wooldridge, who read an early draft
of the report and participated in a meeting
to help us define critical research ques-
tions. Also, we would like to thank Andrew
I. Batavia, Robert E. Hurley, Andrew J.
Imperato, Dann Milne, Meg Murray, and
Ed Wagner, who commented on an early
draft of this report. Sharon Clark worked
on numerous drafts with extraordinary skill
and kept the production of reports on track.

REFERENCES

Aizer, A., and Gold, M: Managed Care For Low-
Income Populations with Special Needs: The
Tennessee Experience. Mathematica Policy
Research, Inc. Washington, DC. 1999. 
Allen, S.M., and Croke, A.L.: The Faces of Medicaid:
The Complexities of Caring for People with Chronic
Illnesses and Disabilities. The Center for Health
Care Strategies. Princeton, NJ. 2000. 
Anderson, G., and Bilenker, J.: Capitation Payment
Rates and Implications for the General Pediatrician.
Current Opinion in Pediatrics 10:480-485, 1998.
Anderson, G., and Knickman, J.: Changing the
Chronic Care System to Meet People’s Needs.
Health Affairs 20(6):146-160, November/December
2001.
Batavia, A.I: Of Wheelchairs and Managed Care.
Health Affairs 18(6):177-182, November/December
1999.
Benjamin, A: Consumer-Directed Services at
Home: A New Model for Persons with Disabilities.
Health Affairs 20(6):80-95, November/December
2001.

HEALTH CARE FINANCING REVIEW/Fall 2002/Volume 24, Number 1 39



Bethell, C., Read, D., Stein, R., et al.: Identifying
Children with Special Health Care Needs:
Development and Evaluation of a Short Screening
Instrument. Ambulatory Pediatrics 2(1):38-48,
January-February 2002. 
Brown, L.D.: Risky Business: The Evolution of
Medicaid Managed Care. In Ginsburg, P., and
Lesser, C. (eds.): Understanding Health System
Change: Local Markets, National Trends. Health
Administration Press. Chicago, IL. 2001.
Chen, A., Brown, R., Archibald, N., et al.: Best
Practices in Coordinated Care. Mathematica Policy
Research, Inc. Washington, DC. March 22, 2000.
Christianson, J., Riedel, A., Abelson, D., et al.:
Managed Care and the Treatment of Chronic Illness.
Sage Publications. Thousand Oaks, CA. 2001.
Collins, K.S., Schoen, C., and Sandman, D.R.: The
Commonwealth Fund Survey of Physician Experiences
with Managed Care. The Commonwealth Fund. New
York, NY. March, 1997.
Coleman, E. A., Wagner, E., Grothaus, L.C., et al.:
Predicting Hospitalization and Functional Decline
in Older Health Plan Enrollees: Are Administrative
Data as Accurate as Self-Reports? Journal of the
American Geriatrics Society 46(4):419-425, 1998.
Curtis, D., Kaye, N., and Riley, T.: Transitioning to
Medicaid Managed Care: Children with Special
Health Care Needs. National Academy for State
Health Policy. Portland, ME. 1999.
DeJong, G.: Primary Care for People with
Disabilities: An Overview of the Problem. American
Journal of Physical Medicine and Rehabilitation
76:S2-8, 1997. 
Druss, B.G., Schlesinger, M., Thomas, T., and
Allen, H.: Chronic Illness and Plan Satisfaction
Under Managed Care. Health Affairs: 19(6):203-
209, January/February 2000.
Fama, T., and Bernstein, A.: A Comparison of
Physician and Hospital Use among the Non-Elderly
Covered by HMOs and Indemnity Insurance.
Medical Care Research and Review 54(2):239-254,
1997. 
Gold, M.: Financial Incentives: Current Realities
and Challenges for Physicians. Journal of General
Internal Medicine 14(Supplement 1):S6-S12, 1999.
Hawkinson, Z.C., and Frates, J.E.: Mandated
Managed Care for Blind and Disabled Medicaid
Beneficiaries in a County-Organized Health
System: Implementation Challenges and Access
Issues. The American Journal of Managed Care
6(7):829-836, 2000.
Hill, S., and Wooldridge, J.: SSI Enrollees in
TennCare: Room for Improvement. Mathematica
Policy Research, Inc. Princeton, NJ. 2000. 

Hoffman, E., Klees, B., and Curtis, C.: Medicaid: A
Brief Summary. November 1, 2001. Internet site:
http://www.hcfa.gov/pubforms/actuary/ormedm
ed. 
Holahan, J., Rangarajan, S., and Schirmer, M.:
Medicaid Managed Care Payment Rates and
Capitation Methods: Results of a Natinal Survey. The
Urban Institute. Washington, DC. February 1999.
Hwang, W., Ireys, H., and Anderson, G.:
Comparison of Risk Adjusters for Medicaid-
Enrolled Children with and without Chronic Health
Conditions. Ambulatory Pediatrics 4(1):217-224,
2001.
Independent Care: 2000 Member Survey. Milwaukee,
WI. August 2001.
Ireys, H., Thornton, C., and Dodge, R.: How
Managed Care Has Affected Working-Age Medicaid
Beneficiaries with Disabilities and Chronic Illnesses:
A Synthesis of Literature, 1995-2001. Mathematica
Policy Research, Inc. Washington, DC. February 8,
2002.
Jacobi, J.: Canaries in the Coal Mine: The
Chronically Ill in Managed Care. Health Matrix
9(1):179-183, 1999.
Kaiser Commission on Medicaid and the
Uninsured: Medicaid’s Disabled Population and
Managed Care. Washington, DC. The Henry J.
Kaiser Family Foundation, January 1999.
Kastner, T.A., Walsh, K.K., and Criscione, T.:
Overview and Implications of Medicaid Managed
Care for People with Developmental Disabilities.
Mental Retardation 35(4):257-269, 1997.
Kaye, N.: Medicaid Managed Care: A Guide for
States (Fifth Edition). National Academy for State
Health Policy. Portland, Maine. 2001.
Kronick, R., Gilmer, T., Dreyfus, T., and Lee, L.:
Improving Health-Based Payment for Medicaid
Beneficiaries: CDPS. Health Care Financing Review
21(3):29-64, Spring 2000.
Landon, B., Tobias, C., and Epstein, A.: Quality
Management by State Medicaid Agencies
Converting to Managed Care: Plans and Current
Practice. Journal of the American Medical Associates
279(2):211-216, 1998.
Leichter, H.M.: The Poor and Managed Care in the
Oregon Experience. Journal of Health Politics,
Policy and Law 24(5):1173-1184, 1999.
Liska, D., Bruen, B., Salganicoff, A.: Medicaid
Expenditures and Beneficiaries: National and State
Profiles and Trends, 1990-1995. 3rd Edition. The
Henry J. Kaiser Family Foundation. Washington,
DC. 1997. 

40 HEALTH CARE FINANCING REVIEW/Fall 2002/Volume 24, Number 1



Madden, C.W., Skillman, S.M., and Mackay, B.P.:
Risk Distribution and Risk Assessment Among
Enrollees in Washington State’s Medicaid SSI
Population. Center for Health Care Strategies, Inc.
Princeton, NJ. 1999. 
Master, R., Dreyfus, T., Connors, S., et al.: The
Community Medical Alliance: An Integrated
System of Care in Greater Boston for People with
Severe Disability and AIDS. Managed Care
Quarterly 4(2):26-37, 1996.
Master, R.: Medicaid Managed Care and Disabled
Populations. In Somers, S., and Davidson, S. (eds.):
Remaking Medicaid Managed Care for the Public
Good. Jossey-Bass Inc. San Francisco, CA. 1998.
Meyers, A.R., Glover, M., and Master, R.J.: Primary
Care for Persons with Disabilities—The Boston,
Massachusetts, Model Program. American Journal
of Physicians and Medical Rehabilitation 76(3):S37-
S42, 1997.
Mittler, J., and Gold, M.: Managed Care for Low-
Income Populations with Special Needs: The Oregon
Experience. The Henry J. Kaiser Family Foundation.
Washington, DC. 1999.
National Chronic Care Consortium: The Elements of
Integrated Care Management. Issue Brief.
Washington, DC. September 1995.
Nelson, E., McHorney, C., Manning, W., et al.: A
Longitudinal Study of Hospitalization Rates for
Patients with Chronic Disease: Results from the
Medical Outcomes Study. Health Services Research
32(6):759-774, February 1998.
New Jersey Department of Human Services: TANF
(AFDC) NJ KidCare and SSI Population 1999
November Satisfaction Survey. Trenton, NJ.
February 2000.
Perry, D., and Ireys, H.: Maternal Perceptions of
Pediatric Providers for Children with Chronic
Illnesses. Maternal and Child Health Journal
5(1):15-20, 2001.
Pope, G., Griggs, M., and McCall, N.: Comparison of
the Health Status of Medicare Fee-for-Service and
Managed Care Enrollees Using the Health Outcomes
Survey. Health Economics Research, Inc.,
Cambridge, MA. November 2000.
Regenstein, M., Schroer, C., and Meyer, J.A.:
Medicaid Managed Care for Persons with
Disabilities: A Closer Look. The Henry J. Kaiser
Family Foundation. Washington, DC. 2000. 
Rosenbach, M., and Young, C.: Care Coordination
and Medicaid Managed Care: Emerging Issues for
States and Managed Care Organizations. Mathematica
Policy Research, Inc. Princeton, NJ. 2000. 

Shaller Anderson, Inc.: Serving the Special
Program/Aged, Blind, and Disabled Population
through Managed Care. Working Paper in the
Managed Care Best Practices Series. Center for
Health Care Strategies. Princeton, NJ. April 2002. 
Shalala, D.: Report to Congress: Safeguards for
Individuals with Special Health Care Needs Enrolled
in Medicaid Managed Care. U.S. Department of
Health and Human Services. Washington, DC.
November 6, 2000.
Smith, G., and Ashbaugh, J.: Managed Care for
People with Developmental Disabilities: A
Guidebook. National Association of State Directors
of Developmental Disabilities Services, Inc.
Alexandria, VA. 1995.
Sofaer, S., Woolley, S.F., Kenney, K.A.: Meeting the
Challenge of Serving People With Disabilities: A
Resource Guide for Assessing the Performance of
Managed Care Organizations. U. S. Department of
Health and Human Services. Office of the Assistant
Secretary for Planning and Evaluation. Washington,
DC. 1998.
Soumerai, S.B., McLaughin, T.J., Gurwitz, J.H., et
al.: Effect of Local Medical Opinion Leaders on
Quality of Care for Acute Myocardial Infarction: A
Randomized Controlled Trial. Journal of the
American Medical Association 279(17):1358-1363,
1998.
Starr, P.: The Social Transformation of American
Medicine. Basic Books. New York, NY. 1982.
Sutton, J., and DeJong, G.: Managed Care and
People with Disabilities: Framing the Issues.
Archives of Physical and Medical Rehabilitation 79:
1312-1316, 1998.
U.S. General Accounting Office: Adults with Severe
Disabilities: Federal and State Approaches for
Personal Care and Other Services. GAO/HEHS99-
101. U.S. General Accounting Office. Washington,
DC. 1999.
Verdier, J.M., Somers, S.A., and Harr, V.:
Washington State’s Experience in Extending
Medicaid Managed Care to the SSI Population: A
Retrospective Analysis. Center for Health Care
Strategies, Inc. Princeton, NJ. 1998. 
Vladeck, B.: You Can’t Get There from Here:
Obstacles to Improving Care of the Chronically Ill.
Health Affairs 20(6):175-179, November/December
2001.
Von Korff, M., Gruman, J., Schaefer, J., et al.:
Collaborative Management of Chronic Illness.
Annals of Internal Medicine 127(12):1097-1102,
1997.

HEALTH CARE FINANCING REVIEW/Fall 2002/Volume 24, Number 1 41



Wagner, E.H.: The Role of Patient Care Teams in
Chronic Disease Management. British Medical
Journal 320:569-572, February 26, 2000.
Wagner, E.H., Austin, B., Davis, C., et al.: Improving
Chronic Illness Care: Translating Evidence into
Action. Health Af fairs 20(6):64-78, November/
December 2001.
Wagner, E.H., Austin, B.T., and Von Korff, M.:
Organizing Care for Patients with Chronic Illness.
The Milbank Quarterly 74(4):511-544, 1996.
Weiner, J., Tucker, A., Collins, A., et al.: The
Development of a Risk-Adjusted Capitated Payment
System: The Maryland Medical Model. Journal of
Ambulatory Care Management 21(1):29-52, 1998.

Henry T. Ireys, Ph.D., Mathematica Policy Research, Inc., Suite
550, 600 Maryland Avenue, Washington, DC. 20024-2512. E-mail:
hireys@mathematica-mpr.com

42 HEALTH CARE FINANCING REVIEW/Fall 2002/Volume 24, Number 1


